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Healthcare

Words of Americorp Volunteer Madona Andary

Sylvia Pelletier, Associate Director at NHFV recently interviewed Madona Andary, AmeriCorps
member. Madona is currently working with the Epilepsy Foundation of New England, and is
hosted at NH Family Voices. Madona shared her experiences parenting a child with complex
medical needs.
Tell us a little bit about your daughter, Lola.
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Transition Goals

Lola was a perfect baby, so easy. When she wasn’t crawling or
walking, that’s when we knew something might be wrong. She
was diagnosed with Rett Syndrome when she was two. She had
her first seizure around age 5, so scary. I had never seen a seizure. We never found medication to control them
You’ve shared that being Lola’s mother changed you. How?
Lola taught me how to be a mom. She taught me love. She was
the big huge heart in our house. Lola taught me patience. I had
been so impatient! Lola taught me acceptance. With Lola, there
was nothing to change, to “fix”. Lola helped me learn to make
the most of each day.
(continued on page 6)
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Parent Information Center
Established four decades ago, with the belief that all
children can succeed with the right support, the NH
Coalition for Citizens with Disabilities dba the Parent
Information Center (PIC) provides a wealth of services designed to help parents understand
their child’s special needs and the laws that govern the early intervention (called Family
Centered Early Supports and Services in NH) and special education process. In 1995, PIC
expanded its focus to serve all parents, not just parents of children with disabilities. PIC assists families, schools and communities to increase family engagement in children’s
learning and development.
PIC is a pioneer in creating family/school/community partnerships that help parents of all
children get involved in their children’s learning and development. PIC also offers additional
support through workshops and resource and referral. From its inception to the present,
the Parent Information Center has demonstrated an ability to identify and respond to the
changing needs of children and families in NH.
NH Family Voices

Join our community!
On the public page we
post the latest events,
opportunities inspiring
stories and news.
Look up
“New Hampshire Family Voices”
“Parent Information
Center of NH”
Like us and be sure
to click the
“get notifications”
option so that you receive

New Hampshire Family Voices is part of a network of families and
friends of children and youth with special health care needs/disabilities
around the nation. In the early 1990’s, during the health care reform
discussions of the Clinton administration, a group of families of children
and youth with special health care needs realized that no one was
speaking up for the unique concerns of their children. These families contacted other parents they knew around the nation. Families responded enthusiastically and there was an
immediate ground swell of support to advocate for better health care for their children.
Family Voices was born.
New Hampshire was one of the first Family Voices organizations in the nation to respond to
this call. NH Family Voices began in 1994 as a grass roots network of families of children and
youth with special health care needs for the purpose of sharing information, resources,
health programs and policies.

all updated information.

The NH Family Voices
private group is a parent to parent community and great way to
connect with other families, like
yours, in a more private setting.
Our staff and group members
exchange information, resources
and support around the clock.
http://www.facebook.com/
groups/nhfamilyvoices/

Today, NHFV continues its work to assist parents and professionals in navigating the systems of care that deliver services. Through the engagement of families across NH, and our
partnerships, we participate in program development, implementation and evaluation,
sharing families expertise in the formation of policies affecting their children. In addition,
NHFV connects families with one another and provides families and professionals information to secure and utilize needed services for children and youth.
 New Hampshire Family Voices is administered under a fiscal agreement with New Hampshire Coalition
for Citizens with Disabilities Inc., d/b/a/Parent Information Center a 501c3 non-profit organization and is
the state affiliate organization of Family Voices National.
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Join us on
Facebook

Beach and Lake Accessibility for All
Everyone loves to enjoy some fun in the sun. Many of us take for granted the day at the beach or an
outing at one of our beautiful state parks. For individuals who use mobility devices such as wheelchairs, it hasn’t always been possible. Thanks to the efforts of the NH State Parks, and non-profit
like SMILE MASS things are changing here in the Granite State.
In 2017, SMILE Mass donated five Mobi wheelchairs to NH. These wheelchairs not only make the
beach accessible but can also float thanks to their special design. This is in addition to the traditional
beach wheelchairs that are available to make accessing beaches easier.
Below is a list of locations that have beach and Mobi wheelchairs
available:
Hampton Beach
Kingston State Park

Mobi Wheelchair

Mt. Sunapee State Park
Pawtuckaway State Park
Wellington State Park
White Lake State Park
These specialized beach wheelchairs are available free of charge on a first come first serve basis; chairs are available to use daily
from 9 a.m. to 4 p.m.; Inquiries on availability and the process of borrowing them for the day can be made at the toll booth or park
store upon arrival; also be aware that some parks require a life guard to be on duty.
Additionally, Hampton Beach has installed a 40 mile beach access mat allowing further accessibility for everyone to enjoy our Seacoast. Thanks to these efforts our beaches and lakes are becoming more inclusive and enjoyable for everyone.

Breathe and Prepare: Getting organized for next school year
The school year is a busy time for families. We juggle soccer practices, dance, clubs, IEP
meetings, homework, PTA meetings, work priorities, finances, and those other on-going
and unexpected life moments. School paperwork comes up and gets put on a shelf. We
get it!!!
Summer is the perfect time to take a deep breath and organize your child’s school records. There are many benefits to having your child’s records well-organized. It will mean
that you will have all of the information related to your child’s education and other records in one place. Not having to look in multiple places for copies of forms/records, contact information, or other documents will save a great deal of time.
We know that time and resources are very important. There is no one way to get
organized. The key is to find something that works for you. And sometimes we just do
not know how to get started.
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Education Binder Set-up
Organization 101 is a way to get
you started.
Check out this resource here:
https://picnh.org/wp-content/
uploads/2018/06/Organization101.pdf
Thanks to PIC Volunteer Advocate,
Kimberly Clementi-Eadon who
created this easy-to-use system.

Your Local Library - Summer Reading
& More
When is the last time you walked into your town/city’s public
library or visited their website? Libraries are a fantastic resource
that is often overlooked.
Today, libraries not only offer more ways to keep children and
youth engaged in reading but also offer a variety of other programs, and offer ways for families to spend time together. With
summer upon us, we thought we would take a look at what
some NH libraries have to offer.
Story Walks: These walks take pages from a children’s book and
create an interactive outdoor experience for children. The pages
of the book are installed along a path or trail directing you to
the next destination. Each stop may include information or an
activity to do with the story.

Summer is a time for fun and relaxation in the sun and a
break in learning for children. This break can cause what educators call the “summer slide” when children lose some
knowledge gained during the previous school year. The
amount of time a child spends reading is directly connected
to helping prevent this loss. Here are some tips to keep your
child reading this summer even those who have aversion to
reading.

Summer Reading Programs: Each summer our local libraries
offer some sort of reading program to entice children and teens
to continue reading and improve their literacy. This year’s
theme is Ocean of Possibilities.

Let your child read what they want. During the school year,
most of the books a child reads may be the ones assigned to
them. The summer allows your child time to explore subjects
of interest and books they want to read for fun.

Museum Passes are offered by many of the local libraries
throughout the state to New Hampshire and some Boston museums. It is best to visit your local library to find out how their
pass programs work. Oftentimes these passes allow free entry
or entry at a reduce fee. What a fun way for families to spend
time together and explore the various museums together.

Don’t forget to follow the “five finger rule” when helping
them pick out a book. Have your child read the first page of
the book. For every word they don’t know, have them raise
one finger. If they have more than five fingers raised at the
end of the page, the book is probably too hard for them to
read on their own. Also, keep in mind a book that is too easy
may be boring to them.

Here are few more activities we found while scrolling through
various local libraries websites: some offer book club for teens,
Lego groups/activities, craft days, and more. We encourage you
to visit your local library or their website to find out what fun
things they have happening in your own backyard.

Continue to read out loud to your children to expose them to
more difficult books. This helps them build vocabulary and
makes them a better reader. Another consideration is audiobooks for car rides or while you’re busy cooking dinner or as
a form of family entertainment.
Magazines are another way to keep them engaged and reading. Consider subscribing to magazines such as Highlights or
another educational magazine or subject of interest. Children
love getting mail with their name on it.
Visit your local library. This is a great resource. Libraries offer
a variety of programs for children including story time,
summer reading programs, and some offer book clubs for
teens.
(Continued on page 7)
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Lending Library
A free resource for NH families and professionals caring for children and young adults with special healthcare
needs and disabilities. Thousands of books and DVDs to choose from delivered to your door!
Freddie’s Super Summer

Backyards and Butterfield: Ways to
Include Children with Disabilities
in Outdoor Activities

By: Kate Gaynor
It’s Freddie’s very first time at summer
camp and he’s certain he won’t enjoy it
or make friends. It isn’t long before a boy
called Jerry helps him to see otherwise!
When a child with Down syndrome joins
a mainstream school many children can
find it difficult to understand a student that is somewhat different to them. While the story encourages other children to be
mindful and patient of the differences that exist between them,
the story’s main focus to portray the many positive personality
traits of a child with Down syndrome and shows how inspiring
and uplifting their contribution to a group can be.

By: Doreen Greenstein, PhD
Dozens of imaginative ideas for making
outdoor activities accessible to children
with physical disabilities. Lots of ideas
for gardening, nature, swings, and slides.

The Kids Summer Fun Book
By: Claire Gilman and Sam Martin
Parents will find ideas to recapture
their childhood as they join with their
kids in dozens of delightful summer
activities. Ideas include summer beach
parties with a sand castle building
theme, hiking and camping trips in the
great outdoors, kite flying, snorkeling,
and even croquet in the backyard on
stay-at-home leisure days. Summertime is fun time, and here
are dozens of great ideas that inspire readers to make the
most of warm-weather activities.

Taking Asthma to Camp
By Kim Gosselin
A fictional story about Asthma Camp.
Captures the spirit of childhood and illustrates to children living with asthma that
they too, can enjoy this most enchanting and educational summer experience.

Books are sent free of charge directly to you with a postage paid return envelope to make lending easy. Follow the steps below
to access our extensive lending library.
To borrow a book call us at 603-271-4525 or log on to www.nhfv.org and click on
“how we can help, then choose Lending Library.
Search thousands of books by subject. Drop selection into cart & send.

Books will be delivered to your home/office with a prepaid postage
envelope for you to return them
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(Lessons from Lola continued from page 1)

Lola was always happy, always a smile, all the time. Loving Lola and wanting to take care of her was easy. But it was also a lot of
physical work. I needed more hours in the day. Caring for her, making calls, taking her to doctors, took lots of time. Sometimes I
wished I could come home from an outing with the girls and just sit on the couch to rest, but that is when the work started, the
changing, medication, feedings. And the guilt, if I said I needed a break it was like I didn’t want to care for her. No one may have
been even thinking it, but I thought they were. The feeling of judgment; even if nobody is judging you, you are judging yourself.
And the worry. I used to worry about Lola, especially if the nurse who was with her wasn’t one we knew well and trusted completely. If I had to leave the house to pick up her sisters, I was on fire getting back, I got so many speeding tickets. It was hard to need
the help, but it was also hard to have so many people in and out of the house, the constant noise. Until she was gone, and it was
quiet, and I couldn’t take that either.
What do you know now that you wish you knew then?
I would tell young me to stop trying to do the impossible; make her walk or talk. It was okay to hope for more, but not to always
DO more. I would sit more, be with her more, just enjoy her more. All the things we tried. All she needed was to be in the living
room with her sisters. That was her joy.
I wish I had been connected to other families. I wish I had heard that what I was feeling was normal, that I wasn’t crazy. I wish I
had heard that asking for a break was okay. I wish someone had told me that if my heart was breaking, it was okay. That it was
normal to feel all of these things. I needed to be with people who knew. Because even friends who loved me, who told me I should
have a life, I should do this or that, they just didn’t know. They didn’t know what it was to have a fragile child. The responsibility. I
needed people who knew. I didn’t know that then.

What do you wish professionals working with families like yours knew?
Create a safe space for families to say what they need. Know that a tiny small word can change a parent’s day. Don’t ignore our
children. Don’t say things around them as if they can’t hear. Our children have feelings. See them. Recognize how hard it is to have
people in our homes. Recognize that connection to other parents is the best therapy. Two parents going through the same thing,
together. Don’t give us phone numbers to call. Call while you are with us. Make it happen.

Setting Healthcare Transition Goals
Summer has finally arrived. It’s time to relax and have fun as packed school schedules and after school activities all but disappear
until late August/early September. Take time to enjoy, but also consider if the summer break may be a good time to work on
healthcare transition (HCT) goals with your youth/young adult.
Not sure where to begin? Talk with your youth and identify what they want to know more about or want to learn to manage
more independently. In general, the skill areas are divided into four main areas: medication, appointments, health information
and health insurance. Next, work with your youth to identify a goal. Note, it is important to start with small, attainable goals!
Once your youth has identified something they want to work on, brainstorm the following:

How long do they want to work on this, between now and when? Be sure to consider other demands on their time and set a
reasonable time limit.
What information or tools will they need to work on this? Be prepared to help them gather the information or test tools until
they find the one that works for them.
Can they think of things that might get in the way? Potential solutions? People who could help?
If you need additional tips and tools, visit www.nhfv.org for further information or call (603) 271-4525 to speak to one of our staff
members.
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Online Subscription
NHFV and PIC are striving to deliver valuable information and resources to families and the professionals that work with them through a variety of
outreach tools. The paper copy of Pass It On
serves many purposes and is one of our most valued resources. But reality is… many do their reading and sharing online. The webpage pdf of Pass It
On contains live links so that readers may click and
get to more in depth information in seconds. We
would like to encourage those who are receiving a
hard copy to think about this alternative and feel free to switch to the web page
newsletter. This is easy to do, just follow these steps!
 Go to www.nhfv.org and click on Membership.
 Fill out the form as if you were a new member (please include address
information).
 Add nhfamilyvoices@nhfv.org to your email safe senders list, address book
or contact list so that an email notice of a new newsletter is not blocked or
filtered into your spam folder.
This free resource is intended for sharing so please continue to “Pass It On” to
friends, family and professionals you think might find it useful.
(Continued Avoid the Summer Slide from page 4)

Also, many libraries keep lists of good books broken
down by reading level to help guide you and your
child in finding just the right book. Librarians are a
good source of knowledge of “what is popular” and
can help find a book of interest for your child.
Remember the key is to find the right book even if it
is a graphic novel like the Diary of a Wimpy Kid series.
You never know what might turn an unenthusiastic reader into an avid reader.

Pass It On is a free newsletter for
parents of children with special health
care needs and the professionals that
support them.

This publication is made possible by
funding from NH Department of Health
and Human Services, Special Medical
Services (Title V, Social Security Act).
Opinions, activities, products and publications mentioned are for
informational purposes only and do
not imply endorsement by NHDHHS or
Special Medical Services. The NH
Department of Health and Human
Services does not discriminate in its
activities on the basis of race, color,
national origin, sex, religion, age or
disability.
This publication is not intended to
provide medical advice on personal
health matters. All health concerns
should be discussed directly with your
physician.
Permission is granted to quote from
this publication, while giving credit to
Pass It On, a publication of NH Family
Voices (and original author, if
appropriate). Some material may carry
other copyrights as well (noted where
appropriate) and cannot be reprinted.
For correspondence:
Suzanne Keays
smk@nhfv.org

New Hampshire Family Voices
129 Pleasant St. Thayer Bldg.
Concord, NH 03301
(603) 271-4525
nhfamilyvoices@nhfv.org
www.nhfv.org
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NAME: _________________________________________________________________________________________________

STREET:_________________________________________________________________________________________________
CITY, STATE, ZIP: _____________________________________________________ Tel. #:______________________________
 E-MAIL ADDRESS (If you would like it sent by web page) : _____________________________________________________
I am a  Parent / Family member of a child/teen/adult (circle) with a:  chronic health condition  physical disability
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